Disability is a problem that affects more and more children and adolescents. But in the course of our graduate and postgraduate education, we have received practically no training in this regard. A pediatrician is the primary care physician of every child and adolescent, and the above-mentioned lack of training becomes a hurdle in the care provided to children with disabilities. Our idea of diversity is clearly determined by our culture and the social and family environment where we grew up, and is highly influenced by our human and extracurricular development rather than by our medical training. Every course involved in professional training should include a subject on disability. As pediatricians, we should reflect on how we see children with disabilities.
Magnitude of the problem
The World Health Organization (WHO) in June 2011, reported that more than 15% of the world population has some form of disability; this accounts for more than 1 billion people, more than 300 million children, and most live in the under-developed world, in some of the poorest countries in the world. 1 It is known that most poor people are children and youth, and most children and youth are poor. Poverty, hunger, and malnutrition, as the end result, are among the most common causes of intellectual disability.
In Argentina, approximately 12.9% of the population has some form of disability, and one in every five households is affected by this problem. Out of 8,738,530 households, there is a disabled individual in 1,802,051, and 4,463,156 people live with a person who has a disability. 2 The following is evidenced in The State of the World's Children 2013 3 report by the United Nations Children's Fund (UNICEF), which dealt specifically with children with disabilities:
live in under-developed countries, and 90% of them are cut off from the minimum health, education and social services to which they are entitled.
live in poverty. disabilities attend school. In Argentina, approximately 30% of these children attend school.
sexual abuse, sexually transmitted infections and AIDS given that they are believed to have no sex life and are therefore left out of sex education programs.
excluded, many international initiatives, such as the Millennium Development Goals and Education for All, will not be achieved.
According to the numbers described by the First Argentine Consensus on Cerebral Palsy: the Role of Perinatal Care, published in the Archivos Argentinos de Pediatría, 4 in 2000, among all births occurred every year in Argentina (700,000-750,000): congenital anomaly. 
Pediatricians and children with disabilities
Too many children and adolescents with disabilities are the target of shame, disdain, discrimination, and abuse.
As pediatricians, we are naturally the primary care physicians of all children and adolescents.
This may sound platitudinous, but it is not if we consider the everyday reality of children with disabilities, who in general do not even have a pediatrician, as expected.
By "all," we mean all, not most but all, with no exclusions whatsoever. Once this occurs, childhood may be considered diverse. Otherwise, it's "us" versus "them", the "abnormal", the "weird", the "others", the "special" versus "us, the normal ones".
Maybe in such diverse setting we should think of many "childhoods" instead of just one "childhood", and recognize that there is probably not just one "universe" but "multiple universes" that should live together in harmony.
Also, and as a result of the lack of training on disabilities during our medical graduate and postgraduate education, when faced with children with disabilities in our office, we replicate our social knowledge, translate our prejudices, discriminate, and move away from empathy, which we do feel when there is no disability involved.
E ve rything starts with the wo rd s and definitions we use: "The wrong words lead to wrong plans, and these, to wrong actions" said Bertolt Brecht. When we use adjectives like mentally retarded, incapacitated, handicapped, different, challenged and a long list of other terms, we position ourselves in front of children with disabilities with a lack of knowledge on how to handle their problem, even though considering the term "retarded" to refer to them is a definition in itself. Not to mention the terms used many times by physicians when talking about hospitalized children with multiple disabilities, such as the "water-carrying pipe system" in bed 7 or the "member of the plant kingdom" in bed 20.
Concepts and paths are closely related. "The heart of what you believe in is in the root of what you do," used to say wise men to their disciples in the Renaissance. Establishing names is a powerful mechanism. Nietzsche 5 already referred to what truth meant: "a sum of human relations, which have been enhanced, transposed, and embellished poetically and rhetorically, and which after long use seem firm, canonical, and obligatory to a people".
Disability is not a scientific concept; in any case, as proposed by Foucault, "every society generates the mechanisms through which it perceives differences and how to deal with them." For this reason, when referring to people as weak, retarded, deficient, crippled, mutilated, handicapped, imbecile, etc., the terms and images used reveal the social symbolism in which they were created.
"It is socially reckless to bring a child into the world knowing that he or she has a severe genetic disorder in the era of prenatal diagnosis." More than 50% of people agreed with this statement in South Africa, Belgium, Greece, Portugal, the Czech Republic, Hungary, Poland, Russia, Israel, Turkey, China, India, Thailand, Brazil, Colombia, Cuba, Mexico, Peru, and Venezuela. In the USA, 26% of geneticists, 55% of primary care physicians, and 44% of patients also agreed. 6 The phrase may even sound reasonable, but… who is in charge of defining "severe"? Does severe mean the same in every social environment, society, population, family? Is Down syndrome "severe"? What about hydrocephalus? And severe left ventricle hypoplasia? What about a child with a neuromuscular disorder who will die in the medium term? What about agenesis of an arm? And agenesis of a hand? And agenesis of a finger? What if it is a girl?
In many locations around the world, at present, pregnancies are terminated if the fetus is female. As we see, it is difficult to establish what "severe" means, and therefore acceptance of the terms described above is alarming.
A child with a disability, like any other child, is single and unique; they "are not" their diagnosis, they "are not" the Down's, they "are not" the cerebral palsied, just like we do not call ordinary children the "asthmatics", "cardiacs", or "celiacs". Children and adolescents "are not" their disability; they are children and adolescents who develop, like everyone else, in their own uniqueness but have more trouble understanding reality; they have the same problems as other children, they need to develop their abilities, and require their environment to provide the same things provided to other children and adolescents; they need to achieve their maximum level of autonomy and self-reliance possible; in the end, they behave like any other child according to their upbringing conditions. In any case, children have a disability, they are not their disability and do not suffer from a disability. A vast majority of children with disabilities live happily, or as happy as any other child with no disability would in the same setting.
Anthropology and the study of societies demonstrate that cultural beliefs in a social environment at a specific time in history have an influence on how the problem of disability is interpreted, from the perspective of both individuals and healthcare providers. Such cultural paths make us learn socially accepted manners of disease, confer the origin of disease to different causes, and expect certain treatment responses and attitudes from healthcare teams.
Actually, for a long time, social psychology has been dealing with stigma, a misused term, especially in the medical field, confused with sign or symptom or sometimes used pejoratively to denote a sign or symptom typical of a disability. A stigma describes the situation of a person who has become disqualified for full social acceptance. The term originated in Greek to refer to the marks on the body that represented something unusual and bad in terms of the moral standing of the person who had them. No stigmata should be described during the physical exam of children; they have signs and symptoms.
Sometimes, based on commiseration and sympathy, we discriminate, even positively, e.g. when we describe children as having "special abilities," being "everlasting" or "pure of heart," and the list goes on, but these terms only highlight differences, taking a stand of "them" versus "us" and noting that "us" does not include "them." What makes a special ability? Breathing underwater? Flying? Children with disabilities have no special abilities, they have a disability. They are not special or different; they are children who face a series of difficulties in a dissimilar manner, but they are part of the same universe as all children.
Our language, our attitudes, our perspective and the way we relate to children with disabilities are very important to adequately fulfill our obvious role as primary care physicians of all children. This is not just a matter of linguistics or semantics; it clearly represents our prejudices and the perspective we have grasped culturally; it is an integral part of us.
A society that does not discriminate admits diversity and creates an inclusive environment for all of its members. It is not just better for children and adolescents with disabilities; it is better for all of its members. We should not fight for inclusion out of sympathy towards people with disabilities, but for all of us.
Epilogue
The task of raising a child with a disability is, for the family, more difficult than raising a child with no disabilities. At this point, the role of pediatricians takes on its full meaning because we are responsible for coordinating multiple healthcare actions related to that child's needs, and attempting to achieve agreement with the family and assign them a relevant role. Families are our "partners" in this task; we should consult them, adapt therapies to the family dynamics, act as enablers of action for greater effectiveness, and thus avoid futile efforts, which many times take place due to the shortfalls of the primary care physician's non-delegable duties.
In the framework of diversity, the only thing in common to all human beings is that we are all different, unique and incomparable, and in the setting of the Convention on the Rights of the Child 7 and the Convention of the Rights of Persons with Disabilities, 8 these are children with a health impairment or deficit, living in a specific social environment, which is decisive at the time of defining their disability.
It is clear that, like most of the things that relate to our professional practice, our concept of diversity is defined by our culture and the social and family environment where we grew up.
In terms of disability, the problem is magnified by the lack of training on the subject during our graduate and post-graduate education. As a result, the way we see children with disabilities is conditioned somehow by our human and extracurricular development, rather than by our medical education. Such lack of training is a limitation when attempting to meet the needs of children with disabilities and their families; such shortfall should push us towards the integration of courses on disability in every stage of our professional training.
"The best thing about the world is the number of worlds it has; luckily, we are different; luckily, we are diverse," once stated Eduardo Galeano. 9 Also, like Caetano Veloso sang: "Nobody is normal when you get close". n
